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Foreword
by Edward M. Hallowell, M.D.






INTHE FIELD OF WRITING ABOUT THE MIND AND BRAIN,books intended for a lay audience usually are either a) accurate in the information they contain but so boring and poorly written as to be unreadable, or b) well-written and moving but full of inaccuracies and/or strident polemics.

This book is neither.

No, this book is from heaven. This book is both carefully written and written from the heart. This book is both informative and gripping. This book both taught me and made me lay it down as I paused to gather my emotions before I could read on.

You are about to enter into the private world of a mother, her son, her husband, and her two other children. You are about to sail on the waters of their lives, waters that are colored differently on different days, as you will see. You are about to encounter a parent’s worst fears, and you are about to sit next to one mom as she becomes a hero, right along with the rest of her true-to-life family.

Save an hour or two for savoring this book. Don’t read this book merely as a resource book about auditory processing disorder (although it is the best such book I have ever read). Read this book as you would a novel, a story about discovery and disappointment, understanding and misunderstanding, learning and not learning, hope and despair, and love in the face of difficult times, love that never, never quits.

In this book you will see Karen and her husband, John, struggle to understand their first child, Ben. You will see them wince as they realize that Ben is not like every other child. You will see them wince again as professionals fail to get the point. You will feel their emotions as the child they love receives mistreatment purported to be help. You will see a mom, trying her best to work within an uncomprehending system of educators and healthcare professionals, refuse to give up on her son or relinquish her sense of who she knows her child truly to be.

There is a lonely, largely unrecognized crisis in many lives that this book brilliantly details. It is the crisis that results when you do not have correct understanding of your mind, or the mind of a person who is close to you, such as your child, or sibling, or parent, or spouse. Tens of millions of people in America today and hundreds of millions of people around the world lead lives full of wrenching, unnecessary pain simply because they have not yet found the correct understanding, or diagnosis, of the mind that they have. In this book, the elusive, correct diagnosis is auditory processing disorder, or APD. But what Karen Foli more generally recounts is not merely the journey toward the diagnosis of APD, but the twisting, turning road from a misunderstanding to an understanding of a mind, period.

Imagine if you had a child whose learning or behavior or emotions—or all three—caused your child and you and your family to suffer deeply every day. This is the case for many millions of children and families in America right now. And imagine if you, as the child’s mother, had to go from misunderstanding to misunderstanding day in and day out, from “expert” to “expert,” each with his or her own set of forms to fill out, tests to take, and jargon-filled explanations to listen to. Imagine if each time the expert missed the true nature of your child you had to choose between disagreeing and being told you were in denial, or agreeing and knowing you were not going to get the kind of help you so desperately needed. What would you do?

Science knows so much about the mind today. But we are using precious little of what is known. There are two major reasons for this. The most obvious reason is that so much is known now that no one, not even the experts in any given field, can keep up with it all. The subject of this book, APD, provides an excellent example. To provide proper diagnosis and treatment of APD, the expert needs the training and knowledge of child psychiatry, audiology, speech-language pathology, and occupational therapy. Rare is the clinician who combines the knowledge of all four; and even with a team that includes experts in these disciplines, the correct diagnosis may still get buried by the forces of rhetoric, status, or seniority in the clinic.

But a deeper reason for the nonuse of the knowledge we have about the brain is stigma. The fact is that most people are still afraid of diagnoses of the mind. It is acceptable to diagnose the kidney or the knee, but don’t go near the mind! That is reserved for “crazy” people. This stigma perpetuates the forces of bias and ignorance, and denies the many millions of people who could get life-changing or life-saving help for depression or anxiety or a learning problem from ever getting it.

But Karen Foli would not allow her son Ben to be denied. In this book you will watch one woman, her heart nearly breaking, persist in loving her son, staying loyal to what she knew in her gut were his strengths, even as she rejected incomplete or incorrect explanations for what was going wrong in his efforts to learn and grow. You will watch one quiet, brave dad, who sees himself in his son, hang in there for him, helping his wife in his own special way, and helping his son with his own special love. You will see some professionals behave like bureaucratic fools, offering paperwork instead of empathy or knowledge; but you will also see some professionals come to the rescue, with knowledge and skill and caring hearts.

This book will teach you what you need to know about APD. But it will do so much more than that. It will give you hope,especially if you, or your child, or someone else close to you is struggling, not knowing exactly how to manage their behavior, learning, or emotions. This book will give you hope by showing you the example of one mother who at first had no idea what was going on, but with patience and determination finally found out. It will show you how one woman struggled to find a proper understanding of her child’s mind, before too much damage was done. And she did. What an act of love. What a life-saving, determined act of love.

Some day, Ben, when you read this book, I am sure you will fill up with pride and admiration for this wonderful woman, Karen, who you are lucky enough to call Mom. Many millions of people will have learned and benefited from this book by then!






Introduction






AMOTHER ALWAYS KNOWS WHEN SOMETHING IS WRONGwith her child. If it’s a physical problem, the reaction is simple and swift. She takes the child to a doctor. But when the problem is mental or emotional, when the child is not developing as fast as he should, the situation is so overwhelming that denial sets in. The mother and father talk. Frequently, the father comforts the mother. He tells her she’s worrying unnecessarily, that each child is different, that their child will develop at his or her own pace. That’s what my husband told me and he should know. He’s a board certified psychiatrist with special training in child and adolescent disorders. For that matter, I’m also a professional, a registered nurse who holds a master’s degree in nursing and a doctorate in communications.

But I couldn’t keep on denying what was in front of my eyes. My son, Ben, not only couldn’t talk by the age of three, he couldn’t comprehend the simplest things said to him. He wouldn’t make eye contact. He was anxious, distracted, and although he reacted to noise, he often wouldn’t turn when I spoke to him. Finally, I knew I had to act. I took him to a speech and hearing clinic. To those professionals and personal friends who were unfamiliar with Ben, questions surrounding mentalretardation (a cognitive problem) and/or autism (a social and communication problem) arose from his presentation.

I have learned to never underestimate a mother’s intuition. The people who had these questions about my son were highly respected professionals with all the modern diagnostic tools. They certainly should have been able to know what was wrong with Ben. But as I looked into my son’s eyes, I knew they were missing something. I had no idea what the problem was. But I did know with certainty that he was not retarded, that he was not autistic, and so I set out on a journey. It is that journey I want to share with you, for although in a literal sense it is the specific journey of Ben and me, it is also the journey that every parent in the world takes to learn the truth and help his or her child.






CHAPTERONE




A Healthy Baby?





IPUSHED ONE FINAL TIME AND FELT A TREMENDOUS RELEASEof pressure. Ben burst into the world, and I heard him gasp his first breath of air. A few seconds later, when he was nestled against my tummy and I counted ten fingers and ten toes, I felt an intense psychological relief that my baby was healthy. Healthy. That’s what I believed.

“He looks good,” my doctor proclaimed, her eyes excited above the blue surgical mask.

My husband, John, hovered above me and smiled.

“He’s okay?” I asked.

“He’s great.”

And as my eyes met Ben’s—a precious first connection—I thought so, too.

The pediatrician came into my hospital room the next morning and echoed the same opinion. Ben’s Apgar scores had been high immediately after birth, meaning his circulation and respirations were good. Aside from his high bilirubin count, which caused his skin to have an orange/yellow tint or jaundiced appearance, he seemed fine. Ben was released with me to go home. The following three mornings, John and I brought Ben to the hospital for a blood test that checked his bilirubin count. It never exceeded the point that wouldhave required Ben’s hospitalization. We pushed fluids—formula, since my milk hadn’t come in fast enough. Ben’s body needed to cleanse itself of the bilirubin as soon as possible. The fourth day’s blood draw showed a dramatic improvement in his levels. And again, I celebrated the health of my firstborn.

It had been a hard pregnancy. In the sixth month, I was hospitalized with hyperemesis, which meant I couldn’t quit vomiting. But I figured it was well worth it. John and I wanted this child so much. We’d met later in life, after John had established a private practice in child psychiatry, and I’d turned in my dissertation toward my Ph.D. in communications. Our marriage took place a little over a year after our first date, and Ben arrived the following year. We didn’t plan it that way. It just happened.

So when I had Ben at age thirty-two, I was more than ready for him. That’s not to say I knew what I was doing. I was never one of those teenagers who baby-sat. Kids made me nervous. They were unpredictable, uncontrollable, and messy.


SIXMONTHS AFTERBEN’SBIRTH,JOHNANDIWERE READINGin bed, enjoying a peaceful end to another busy day. Our baby was upstairs safe and asleep. Suddenly, long, incessant cries from the upstairs nursery broke the silence.

After a few minutes, I looked over at John. I always looked to him when I didn’t know what to do. There’s something in my husband that I’ll never have. It’s a quiet demeanor that at first meeting can come across as a weakness. But I knew better. It was a subtle strength that didn’t need to advertise itself to the outside world. He kept it in reserve for those around him—especially for his patients and me.

“Just let him cry it out,” John said. “Sometimes, babies just need to cry.”

I forced myself to lie back and sighed. “Okay.”

Silence. I didn’t move, expecting any motion would somehow reach Ben on the floor above me. Maybe John was right. Ben was okay. He was just overtired. And there wasn’t anything to do.

My eyes looked at the dresser where the nursery monitor sat. It was the type with bars of lights that responded to the noise in the room. The bars sat in their dark slots, waiting.

I blinked and saw an eruption of new cries. The bars seemed to blow off the side of the box. I shot a glance toward John. Although he was a specialist in children’s development and mental health, I was a mother. At that instant, I was more knowledgeable. I threw off the covers, and my bare feet skimmed along the hardwood floors and up the stairs to Ben’s bedroom.

I reached Ben’s doorway, and he stopped for an instant when he saw me, clearly outraged at being put off for so long. I picked up his hot, strong body and curled him against me in the rocking chair. His nine-month sleeper barely fit him. Its white terrycloth stretched around his plump knees. My feet pushed to get the rhythm of the chair going.

“You’re all right, sweetheart. My Benny.” I pressed my lips against his moist head of light brown hair that was just beginning to bend in gentle waves. I was amazed at the softness of what was new to this world. He squirmed as if wanting to get down.

“No. Time to go na-na.” I used the word from my childhood for sleep.

Ben turned his face toward me, and I watched him wrap tiny fingers around the button of my nightgown. I gently laid his head against my chest, hoping the rocking motion, a soft hum, and the closeness would help him to relax and go back to sleep.

He faced me again, as if expectant, waiting for me to tell him something. The August moon glowed throughout the room, bringing a calm to the night. The gentle light reflected off Ben’s pug nose and round eyes, his mouth open and smiling. My perfect baby. An overwhelming sensation came over me.

“I’ll always hear you, Ben. Listen for what you need.”

His brown eyes, smaller versions of mine, peered at me.

I know he didn’t understand the promise I was making to him that night. It was more than just a commitment of not leaving himalone in his crib. It was a pledge that for as long as I lived, I would do everything that I could to make sure he was okay. That I accepted my responsibility to prepare him for the world he would someday face without me. And I made this promise with a smile on my face, feeling his warm, even breath upon my arm as he slept. His legs curled against my abdomen, bent in a natural ball, as if reminding me that he’d spent less of his life outside than inside me.

What I didn’t know that night was that my promise would be tested much sooner than I’d thought.


I LOVE TO READ.ILOVE TO WRITE BOOKS AND STORIES.ITfollowed that I would read to Ben. When Ben was about two and a half, we had a Winnie the Pooh “first-word” book that he liked to look at. John and I would sit with him and go over the words after his bath.

“Look, Ben, there is a bee. Bzzzzzz. Bee,” I said and pointed.

Ben pointed and looked away.

“Here’s Piglet. Piglet.”

Ben sat there and made a soft utterance. “Ulg.”

“Good Ben! Now here’s Kanga and Roo.”

Silence.

I leaned back, my eyes watching Ben. I’d read that book for weeks. Night after night. Sometimes, Ben would utter an intelligible word, but not consistently.

Later that evening, after Ben had gone to sleep, I said to John, “He’s not getting it. He’s not talking.” I looked over at him, across the kitchen table. His blue eyes stared back gently, yet I could see some uneasiness. “I don’t understand. He laughs, he’s cuddly, but he’s not talking.”

“He will. I was a late talker.”

“Is he okay?”

“He’s fine.” John rested his large, protective hand on mine. “He’s a great little guy.”

“I know he’s a great little guy. I didn’t say he wasn’t. All I’m saying is that he’s not talking, and he should be.”

John remained silent, but I sensed that he was listening closely.

I poured more water into my glass and offered John some. “Ben’s only saying a handful of words. Like ‘doggie or boggie,’ ‘hi,’ ‘wow,’ ‘mama,’ ‘papa,’ and ‘all gone.’ And the phrases that he says are run together so closely, you can hardly understand them.” I paused, trying to think of an example. “Like, ‘whereyougoin?’ and ‘whatisit?’ He should be saying a lot more by now, right?”

“Kids develop at different rates.” John put his hand over his glass, indicating he’d had enough to drink. “Let’s give him a little more time. Don’t worry. We’ll keep working with him.”

I wondered. And hoped. Maybe I started to deny that it was anything that couldn’t be outgrown. After Ben was born, I’d decided not to go back to work. I’d spent the second decade of my adult life working and earning various degrees. I’d been a bedside nurse and an administrator, a healthcare consultant, taught in schools of nursing, and conducted research. It was time for a break, and I’d been advised that the preschool years went by too quickly. So, I’d kept Ben home with me. Now I was worried I’d deprived him of experiences such as preschool and playgroups that would have stimulated his language skills. My guilt had begun.

At the time, things seemed okay. By age one, Ben would play games with us, running back and forth as we caught him in our arms. He’d walked at nine months, strengthening his leg muscles on his husky frame. He’d also interact with us in a give and take of toys.

But his preverbal years—when he was one and two—were marked with gibberish, and he often didn’t attempt sound or speech. When we spoke to him, he would often look at us in a puzzled way. If I put a tape in the stereo, he’d go to the speakers, trying to sense the vibrations. Yet he’d turn when his name was called, respond to affection and abrupt sounds in his environment, and when scolded, become tearful and sad.

And we’d added another child to our family, Peter, twenty-eight months younger than Ben. Our second son favored his fatherin fair coloring and blond hair. Ben looked like me with brown eyes, olive skin undertones, and curly hair. I started to tease John that Ben looked like me on the outside, but was like him on the inside. I’d heard that life grows exponentially when a second child is added, but we weren’t prepared for what that really meant. Getting Peter’s sleep cycle straightened out, well-child visits to the doctor, John’s demanding professional life, and Ben’s toddlership made for a busy pace at home.

Ben’s compliant nature and sweet disposition diminished concerns over his lack of speech at well-child visits. At his two-year checkup, the doctor, John and I decided to take a “wait and see” approach to his speech development, to give Ben some more time. I’d also noticed Ben was a toe-walker when he first started to walk. The doctor would make offhanded mention of it, but I never pursued an explanation.

I knew next to nothing as far as early childhood development. John would explain it to me; he was my expert. He was the one who’d completed a fellowship in child and adolescent psychiatry, after his general psychiatry residency. He was the one who devoted long hours day after day to the assessment and treatment of children. No, my husband knew more than any pediatrician when it came to his own son’s development. And I needed someone to explain what I was seeing in our three-year-old son.

“So what does toe-walking mean? Is it a big deal? Why does everyone keep mentioning it?” John and I were in the car, a rare night out—a Date Night. We were headed to a favorite restaurant.

“It’s what they call a ‘soft-neurological sign.’ I wouldn’t worry about it.”

“What’s that mean exactly?” I wondered if I wanted to know.

“It means,” John explained in his soft, unassuming clinical voice, “that there may be something else going on with the child. It’s not like a paralyzed arm, which would be a clear indication that something was severely wrong neurologically. This just means somethingmaybe going on. Not that somethingisgoingon. In Ben’s case, I don’t think there are any other deficits to be concerned about.”

I took a breath. “I don’t know. He doesn’t play with his toys like I’d expect. Have you noticed? Take that box of sticks he keeps beside him. He even has one that he looks at a lot. And he stacks his toys in a nestlike pile, then examines them. Does he have any—I don’t know—characteristics of an autistic child?”

“No,” John answered immediately. “Autistic kids live in their own worlds. They don’t have correct perceptions of their environment or the things in it. It’s not Ben.” John shifted his weight. “He’s on target for his gross motor skills. He’s affectionate. He likes to play with us. He knows the difference between something that’s alive—like the dog—and something that’s not.” He steered the car into the parking lot of the restaurant.

“Have you seen that puzzle piece he likes to look at?” There was a Donald Duck puzzle that had large plastic pieces to it. Instead of trying to fit the pieces onto the board, Ben had become fascinated with one particular piece.

“He’s all right. Look how he makes his needs known nonverbally.”

I looked at John skeptically.

John continued, “He’ll climb into his high chair when he’s hungry. He points to things around him. He’s even a bit on the dramatic side when he’s trying to talk to us with his ‘ohs’ and ‘wows.’ And he loves to cuddle.”

“Especially with you. It’s like you two are glued together. I can’t get him to sit still in my lap like you do.” I caught a pleased look on John’s face after my last comment and got out of the car, reaching to take his hand. There was an invisible bond between Ben and his father. Although I spent the majority of time with Ben, the two of them had this silent understanding of father and son.

We went inside and were greeted by the restaurant hostess. The local patrons as well as the tourists in the area favored the food there. Fried biscuits and apple butter were a famous sidedish. We’d moved to the area a couple of years earlier—it was a much smaller community than Indianapolis. The dining room boasted a large hearth and limestone chimney that rose to the ceiling. It was a warm place, not just because of a generous fire going. It was a safe place.

John and I continued to talk about how late speech ran in his family. I recalled my mother-in-law telling me that one of her daughters was a late talker. One day, the little girl was looking at a jar of pickles and uttered, “pickles” clearly and loudly. That was that. Her talking began. I prayed to God that Ben would follow a similar pattern.

“I had a slow start with lots of things. In school, too, I was not what you’d consider a bright kid,” John said after we placed our food order.

I took a sip of water, feeling puzzled and curious. “I didn’t know you had such a rough time.”

“Yeah, our housekeeper, who also watched us three kids, thought I was hard to manage. I remember being told to go outside a lot. And later, in grade school, I had a tutor and speech therapy. I think it was mostly for articulation.”

But John’s voice seemed light and matter-of-fact, like none of that history was very important, except to assure me that Ben, too, would be okay. We continued to eat and talk, reaching a consensus that Ben would be all right.

Peter was almost one and a really sweet baby. Slept well at night. Smiled all the time. Preverbal and verbal skills right on the mark with enough understandable words to make me comfortable. We just needed to start thinking about how to get that pacifier out of his mouth.

John had been asked to be a guest lecturer to the medical students. His topic: “Growth and Development.”

“Why don’t you videotape Peter? He’s about as textbook as you can get. He’s walking—although a bit unsteadily—reacts to us, and likes finger foods. I love it when he babbles and grins like he’s telling us a big joke. Have the students guess how old he is.”

John thought about it, but wasn’t sure. My old teaching days kicked in, or perhaps my frustration at not teaching kicked in. “I think it’d be good for them to see it. Growth and development is so dry. Let them see Peter eating, cruising around, going up and down the stairs.”

John started to nod. And I added, “We’ll have the tape to keep—you don’t use the video camera nearly enough.”

It was left unspoken that we couldn’t have taken a similar recording of Ben.

Our date night turned into a running dialogue of the boys. But something inside me fluttered and twittered. Deep, deep down. What was going on with Ben? When I was pregnant, I’d worried constantly about having a healthy baby. The nurses would catch me crying in bed while I was hospitalized, wondering what was wrong. The IV in my arm, filled with a cream-colored fluid, ached from the awkward position, but I didn’t care because it meant my baby was getting nutrition. And if my baby was being fed, then he’d be all right. Now, I wondered what had happened. What had gone wrong? Was Ben going to catch up? Or did it all mean something more serious? I literally shook my head to try to forget those thoughts.

Everything would be okay, I thought as I reached for my third biscuit.


OURHOME IN THE COUNTRY HAD EVERYTHING WE WANTED.A big, blue, salt-box shaped house, a creek, a pond, seventeen acres. Lots of space and lots of privacy. As Ben grew into his third year of life, I often thought of it as a sanctuary. A place where I could keep him safe, away from neighborhoods with kids who were quicker, sharper, and more able to tease him when he couldn’t keep up. I envisioned losing him—he wouldn’t even be able to say his name. I bought a harness, a yellow strap with Velcro closures, so I wouldn’t lose him when I shopped.

On an early summer day, my parents came for a visit. My father, an elderly Italian man, was standing across from me as I washed thedishes. My hand knocked the green pot scrubber over the counter, and it fell to the other side of the kitchen island. Ben stood next to my father, and I said to Ben, “Pick that up for me, honey.”

Ben looked at me, puzzled. His eye contact was good. I sensed he knew I was speaking to him. “Pick it up.” I leaned over and tried to point to it.

Ben faced the floor, but didn’t move. Then he stared at me again with a blank expression on his face. “Oh, dee.”

My father’s eyes caught mine. I could see the sadness in them, the pity for me, and the worry for Ben.

“Pick it up!” My voice rose, and my hands fisted under the cold soapy water. I waited and Ben stood immobile. I turned to my father. “Why doesn’t he pick it up?”

“He doesn’t understand you,” my father said evenly. “He just doesn’t understand.” He stared at Ben, and then, finally, his old eyes turned away.

Ben’s face grew serious. He had this ability to sense the emotional wattage in the air. I swallowed, desperately not wanting to cry, and thanked my dad as he handed me the pot scrubber.


AFTERTHE INCIDENT IN FRONT OF MY PARENTS,IDECIDED TOtry to engage Ben in more active play. I sat with him at the kitchen table, trying to entice him into coloring. He preferred his whale collection or his blankets around him. He loved to watch videos and would stare as the television screen played cartoons or Disney movies. But today, I was going to be a Good Mom. I was going to make this little guy of mine start to use his hands a bit more. After all, I had kept him home long enough. Preschool beckoned. He’d be ready to start this fall, in about five months. I just wasn’t sure where.

I situated Ben at the table and held a crayon in my hand. I started to fill in the lines of the sailboat. “See Ben, fill in the bottom of the boat. I’m using a pretty shade of red.”

I put a crayon into his hand. He ran the red crayon over the paper a couple of times, and let it fall out. I leaned over and triedit again. The crayon swirled around the paper and again, his hand dropped it. He murmured something unintelligible in his soft voice. Then he pointed with his finger dramatically, said, “Oh, wow!” and went into the living room.

The empty black-and-white pages of the coloring book closed spontaneously, and I put my head in my hands and started to sob. My fingers shook as I paged John.

When he answered, I yelled, “There’s something wrong, John. You know there is. I know there is. He’s not catching up. He’s getting farther behind.”

John’s silence told me what I needed to know. Then he said, “I have faith in him.”

“I’m getting him help. All right?”

“Of course.”

“Have we waited too long?”

“No, I don’t think so.”

“I don’t understand what’s causing this.”

“We’ll figure it out.”

“It’s because I was so sick with him, isn’t it?”

“No,” he said.

“Was it the jaundice? We took him to the hospital every day. Why didn’t they keep him?”

John’s smooth, loving voice came across the line. “He’ll be all right. He’s got a lot going for him. He isn’t autistic. Look at how much he loves us. And Peter. He’s so gentle with Peter.”

John had that way about him. My breathing got easier. I agreed with what he was saying. It was all true. John’s strength reached out to me. Maybe it was because of all the pain and suffering he’d seen during his training at the children’s hospital. I’m not sure. He didn’t like to talk about it, but he’d told me about some of the dying children he’d tried to help. Whatever it was, he was able to ease my fears, provide the stability I needed. I trusted John.

“Are you all right? I’m worried about you. I’ll call you later today, okay?” he said.

“I’m calling someone today.”

“Okay.”

“It’ll be all right?”

“Yes,” he said.

I hung up the phone, got the directory, and started looking for help. I found the number of a speech and hearing clinic at a local university. A major university. The woman listened in a careful, neutral way with “uh huhs” in all the right places. I told her about my nonverbal little boy. And added how cute he was. How well-behaved. How he made me laugh. Despite the crack in my voice, thick with stress, she didn’t veer from her professionalism or invite me in emotionally.

She explained that they had a preschool designed for kids who had language problems. There was a morning and afternoon preschool program two days a week with individual therapy offered during that time. The therapy was delivered by the students and overseen by a faculty member.

“Morning is so much better for him,” I said. “He still naps.” I wanted to add that he was still a baby in so many ways, but didn’t. I tried to focus.

“I’m not sure what the schedule is. Why don’t you call me back in about four weeks and, in the meantime, I’ll put him on the waiting list. There are usually cancellations. But I’ll be able to tell you more then.”

She went on to tell me that the program started in the fall, a couple of weeks after the semester started. Then they’d be making the graduate student assignments. But first, the testing. We needed to bring him in for a complete language evaluation. I had no idea what that meant.

“Has he been tested before?”

“No,” I said.

“He’s how old?”

“He turned three in March, and this is May . . .”

“Has he been enrolled in any preschool program?”

“No, I’ve kept him home with me. I have another son, an infant, and we live out in the country.”

A long pause.

I licked my lips, and waited, sure she was ready to say what a shitty mother I was, and ask me why I had waited so long to get my kid checked out. Come on, I almost said. Let me have it. Say it.

Instead, she said, “Okay. Let me give you the clinic secretary, and she’ll give you a time.”

After a thank-you and a transfer, I made an appointment and hung up the phone, feeling a sense of reserved hope. And fear.

Then I felt something soft against my lower arm and looked up to see Ben’s hand resting upon it. He cocked his head and laid it against me, trying to tell me it would all be okay. I laced my fingers through his hair and said, “My perfect baby.”






CHAPTERTWO




The Evaluation





THEDAY OF TESTING CAME—WEDNESDAY,JUNE 7.ASUMMERday, when Ben’s age shifted from “a little over three” to “3.2,” important terminology when kids are tested, at least to those doing the testing. I’d arranged for Peter to be cared for by our local sitter, Joanne, who watched kids out of her rustic home atop one of the area’s famous hills. Joanne’s daughter had baby-sat for us since Ben was six months old. Their generous natures had been especially helpful. We didn’t know many people in the area, and Joanne had become like an extended family member, a large part of my support system.

John waited in the car with Ben, and I took a shortcut through the backyard to Joanne’s house. I held onto Peter’s hand, feeling rushed, and carried his lunch. Not paying attention to where I was stepping, I fell, twisting my ankle slightly in a shallow drainage ditch. It hardly registered, even when I was back in the car. I rubbed it, but my only thought was whether or not I’d dirtied the skirt I was wearing. It seemed to make the extra weight I’d gained, or failed to lose after the boys’ births, even more apparent. I felt like a klutz, off-balance—inside and out—and I kept thinking, somehow, whatever was going on with Ben was my fault.

Or not.

Slowly, John’s story had come out. Bit by bit over the past few months. But I wanted to hear it as a whole this time. Not in fragments. We always seemed to do our best talking while traveling in the car.

I turned to John after checking on Ben in his car seat. “So how’d you make it through medical school?”

“I did the exercises in the workbooks when the class had one. I understood the principles behind things. But I didn’t read if I could help it. I was too slow, and it was too hard. Sometimes I’d read the textbook into a tape-recorder—without having to worry about understanding it—and then listen to the tape. I could comprehend better that way. I also would tape the lectures, if I could, then listen to them on tape.” He shrugged his thick shoulders. “Studying was all I did. I studied night and day.”

“Amazing.”

“I read—maybe—a handful of books in college. But I had a 3.97 grade point average. My actual major was in chemistry. And I was good in physics. I scored one hundred percent on the physics final and left a half hour early. But I also had ulcers.” He grinned as if embarrassed.

“I still don’t understand how you got as far as you have.”

“My mom helped me with my homework. And like I told you before, I was in speech therapy in my early grade school years.”

“For articulation, right?”

“Articulation, mostly. So was my sister.”

“What a family.”

“My parents also tried a tutor. I remember crying during spelling because I couldn’t get it. They put me in ‘dumb-dumb’ classes. I was told to use my right hand, although left was my preference. I was never formally tested, but I guess I would have been labeled dyslexic.”

“You’d have been in special ed if you’d been in the system today.”

“Probably.”

“But somehow your brain kicked in?”

“Yeah.”

“When? It was pretty late, wasn’t it?”

“High school. I remember getting one of my first report cards and thinking they’d given it to the wrong person because it was full of As and Bs. I checked to make sure my name was on it. And there was a geometry teacher who believed in me. That made a big difference in how I thought of myself.” He hesitated. “But it wasn’t until high school when things started to change.”

“Great.” My flat voice fell into a whisper. Ben would start high school in ten years. A long time to wait and wonder and hope. I turned away and viewed the green trees and reflected that I should sense their beauty. With a mind too full, I merely noted that they looked like bushy stalks of broccoli along the twisting road. I heard John’s voice beside me again.

“That’s why I know Ben’s going to be all right. I know what he’s going through. I understand him. He reminds me so much of me.” John glanced my way and then at the road. “And I turned out okay, didn’t I?” He chuckled, as if expecting a tease from me.

“Sure,” I said, feeling irritated at his complacent attitude, and started to bite a fingernail. But John’s ability to verbalize as a child wasn’t impaired like Ben’s was. John had spoken at the correct point in his development. It seemed John loved his little boy to the point of missing something. But I had to admit his family was full of bright people. His mother was a retired physician who’d specialized in rehabilitative medicine. His father was retired from a long career at a university.

Sense. Logic. Cause and Effect. I desperately wanted to make sense of all this and I couldn’t. I crossed my arms, and we rode in silence until we reached the testing site.


WEARRIVED AT THE BUILDING ON CAMPUS WHERE WE WEREto meet Rita, a woman I’d never met but who I was told was in charge of testing kids prior to placement in the preschool program. Unfortunately, the building was under construction for a majorremodeling project. It was a disaster. Particle board partitions cornered off certain areas, and I walked with John and Ben under plastic sheeting through which we could see black, bare wires and ceiling supports. It was like a cheap Halloween haunted house.

Ben’s emotional radar was up and receiving lots of signals. This was not where he wanted to be. And I’m sure he picked up on my discomfort and apprehension. His gibberished verbal utterances told me he was anxious, his outstretched arms that he wanted to be carried. I did my best to hide what I was feeling and looked to John—probably unfairly—to keep the two of us together. To shut me up if I went on too long. To help Ben calm down. His mask, I must say, was better than mine.

We finally found the main office and were told to wait while they called Rita. I wrote a check for the testing fee. It was reduced, but the testing wasn’t free. A number of broken toys and incomplete puzzles were available to keep Ben occupied. After a few minutes, a lady came into the room. Her voice was rich and warm, and she smiled in a welcoming way as introductions were made. Her gaze passed briefly over us and rested instead on Ben. He wore a striped blue-and-white shirt with an attached green hood. It reminded me of a sailor suit. He was one of the cutest little boys on earth.

Rita bent down, her long reddish-brown hair falling in front of her shoulders. She was in her mid- to late forties, and I started to breathe a little easier. I liked her. Ben made some eye contact with her and then came to be with John and me. Rita escorted us to the lower level room where the testing was to be done. We were surprised to see two young women in the room when we entered. Rita explained that these were her students, who would be participating in the testing of our son. That was when I first felt that the institution was there to serve students, not just clients. Education was as important as service, and I wondered if the two could be honored equally.

I tried to put Ben at ease, but he was on overload. Too many new faces. Too many new rooms. He turned away from thosearound him and sought out John and me to be held. They gave him some time to get used to the room, and that seemed to help. It was a fairly large room with long tables scattered throughout and a play area at one end. A one-way mirror took up almost one wall. But there were no real windows and the artificial light wasn’t powerful enough to ward off the claustrophobic feel.

We signed the consent form and watched as they positioned the video camera on the tripod directly at Ben. John and I answered questions with one student, while another tried to engage Ben. John suspected he had had a reading disorder when he was a child—dyslexia—although he emphasized the diagnosis had never been verified by formal testing. He had been in remedial classes in elementary school. I informed them of the complications I’d experienced while pregnant—the hyperemesis. I was still vomiting straight into the ninth month of pregnancy. I told them about Ben’s high bilirubin count immediately after birth. Ben’s well-child checks were all unremarkable—he was in excellent physical health. No history of ear infections. He was always way above the norm in height and weight. He was a big little boy.

Ben still wanted to be near me, and I ended up holding him on my lap for much of the testing. At the time, I had no idea what tests they were using—just that they were testing his receptive language (what Ben could understand) and expressive language (what Ben could say). I’d brought crackers and some juice, and he sat at the table while they watched to make sure there was nothing wrong with his ability to swallow and manipulate his tongue. We told them that we felt his sense of humor and his affectionate nature indicated that he understood at the normal developmental age. What I wanted to say was, “He’s normal. I know he’s normal. I know what’s inside him. If you look into his eyes, you’ll see it, too.”

“Marianne, why don’t you show Ben this?” Rita passed the book,The Three Little Pigs,to her student, who then flipped to the first page. The women were on their knees facing Ben and me.

“Ben, point to the pig,” Marianne said, looking quickly at Rita to see if that was right. She received a quick nod from the instructor, who had moved to a chair in the corner of the room.

Ben looked away and grunted. The student tried again. And then again. “Point to pig.” Ben looked away anxiously and tried to move away.

I tried, leaning over him. “See the pig? Point to it.” I waited. We didn’t have this book at home. Why hadn’t I bought this book? He’d have passed this test if I’d only bought this stupid book.

“The pig, Ben. Point to the pig,” the student said again.

Ben crawled on my lap, burying his head in my chest.

“We have a Winnie the Pooh book at home,” I said in such a soft voice that I’m sure no one heard me.

Rita stood up. “Stop. He’s getting frustrated.”

The student looked at me as if I should be able to make my son say or point to the pig. I glanced helplessly at John, who sat rigidly with a fixed neutral look on his face.

A few more tests ensued. Finally, Rita said, “That’s all we’re going to be able to do today, I think.”

I got off my knees. “So is Ben pretty much like what you see when you evaluate kids with speech problems?” I brushed my skirt off and sat in a cold chair, my ankle hurting slightly. I was sure he was typical of what they saw. They probably saw a lot worse. They probably got kids referred from all over the state for evaluations.

Rita looked directly at me. “No. Ben has a significant delay. Very significant. Much more so than what we typically come across.”

I don’t recall much after that. Rita kept talking, and I kept nodding and pretending to understand. I couldn’t let my guard down. Couldn’t let them see how I felt inside. Not until I understood it myself.

Before we left, Rita took us to see the preschool room. We had to take an elevator up to the ground floor.

“Inowhyno,” Ben anxiously uttered from inside the small moving cubicle.

I guessed he was seeking reassurance. “It’s okay, Benny,” I whispered into his ear.

After we got off the elevator, there were more construction droppings to walk around. I was carrying Ben, his arms tightly wound around my neck. He wouldn’t let go even as I tried to show him the room.

“He’s really attached to you, isn’t he?” Rita said.

“Yes,” I said with pride.

Her face became serious. “Well, we’ll have to see if the preschool will work out. He’s never been away from you?”

“No,” I said flatly. “He hasn’t.” I walked around the room a bit, the toys and learning stations barely registering. I noticed another large one-way window/mirror along one wall. I heard her explain about the contexts of learning provided to children and the opportunities the children had to explore in the environment. Then her voice faded out completely.

I know I said good-bye and probably thanked her. I probably talked to Joanne when I picked Peter up. But I don’t remember any of it.


ABOUTSIX WEEKS LATER, WE RECEIVED THE WRITTEN REPORT.It was my first experience of being alone and reading a test report that described my son as though he were one step above an amoeba, my first experience with how words were filtered and twisted sometimes. How sometimes the accuracy made me wince in pain. How this snapshot of my son became a document on file for people to read and retain as The Truth.

I paged John. I felt like I had my own personal crisis hotline with my private therapist at the other end. But he wasn’t my therapist. He was the father of my children, and I needed my husband there with me. My legs carried me back and forth from the living room to the bedroom, the portable phone ready to be picked up when it rang.

John’s work was always hectic; twelve- to fifteen-hour days were the norm. Healthcare—and mental health in particular—had started its spiral into managed care. Private practice was losing out fast. He was treating kids and adolescents mostly, but since becoming a father to Ben and Peter, he was having a harder time forgetting the faces. Like the kid who thought having lice in his hair was normal and didn’t know what silverware was for and didn’t everyone sleep on the floor with their dogs? Or the kids whose parents abused the Ritalin John would prescribe for their hyperactive children. Or the cases of abuse. Those were the worst. He’d report the perpetrators—moms, dads, significant others—but with a system already overwhelmed, not much usually happened.

John answered my page quickly. We had a code: I’d add a “900” to the end of our phone number if it was urgent. I used it sparingly, but five minutes before, I’d frantically punched the extra numbers in.

“We got Ben’s report, and I don’t understand it.”

“What does it say?”

“All sorts of stuff about Ben’s delays.”

“I’m not worried about it.”

“Don’t you want to hear it?”

“Yes.”

“They got our address wrong. Put us in the wrong city, for God’s sake.”

“They can fix that.”

“They call me ‘Mrs. Foli.’ My mother is Mrs. Foli. Haven’t they ever had anyone keep their own name after marriage?” Although I’d kept my name, Ben and Peter had John’s last name, “Thompson.”

“They can fix that.”

“Okay, listen to this. ‘The mother stated that she is very hesitant with Ben interacting with other children because of his size and she doesn’t want him to hurt anyone.’”

“That’s BS. Ben’s got a gentle soul.” John’s extra beat of silence told me he was getting angry. “Why would they put that down?That doesn’t make any sense. We never said anything like that to them.”

“I’m going to call them, don’t you think?”

“Yes. Definitely.”

“They also say he’s delayed in gestures, play, language comprehension, and language expression. By months and years.”

“They’re wrong. I know he can’t talk, but he’s not like that,” John said.

“Know what their number one recommendation is?”

“What?”

I took a breath. “‘Ben should develop his ability to be separated from his parents and maintain composure to allow him to attend to learning task.’ What the hell does that mean?”

“I don’t know. Maybe they’re afraid he wouldn’t be able to be in the preschool. It’s not important. We know our son better than anyone.”

“They said Ben was ‘noncompliant in his behaviors.’”

“He was just scared.”

“I know. But that’s not what it says. They’re not going to add that the building looked like a damn dungeon.” My voice cracked. “They say he’s at the fifteen- to twenty-one-month age in expressive language. My God, he’s almost forty months old.”

“Honey. It doesn’t matter what they say.” John tried to calm me down, but I could tell he had to go soon. “I evaluate kids all the time, and I know they’re wrong.”

“Do you think this preschool will help him?”

“Of course. Let’s go ahead with our original plan to put him there and see what happens.”

“I think he’ll be able to separate all right, don’t you?”

“Yes, I do.”

“You have to go, right?”

“Pretty soon.”

I knew that meant, “yes.” “Okay. Do you know when you’ll be home?”

“I’m not sure. We’re pretty busy. I have patients until five-thirty.”

I hung up the phone and did my usual computation of John’s arrival home. Allowing for time to finish his documentation, the commute home, and various calls from the staff, I’d probably see him around seven or eight. If I was lucky.

The report was still in my hand, and I started to read it more carefully. The assessment had been limited because of Ben’s inability to separate. They hadn’t been able to do a hearing test because of this. They couldn’t even get a language sample—Ben couldn’t talk enough. His gestures were those of a two-year-old. His play skills ranged from twenty-seven to thirty months, as did his language comprehension.

A one- to two-year delay in language expression.

I threw the report on the dresser in my bedroom. I didn’t want to see it or think about it. But I couldn’t sit still. The dishes needed to be washed. The whole house needed a good dusting, and I didn’t even want to think about the bathrooms. But I needed contact with someone. I finally picked up the phone again and called my mom. I told her that Ben was pretty delayed in his speech, which we knew. Made light of it. This information wasn’t new to us, really.

“Do you think he’ll be all right?” I couldn’t stop myself from asking. What a position to put her in—my mother, who’d raised three exceptionally bright girls with very modest means. My eldest sister held a doctorate in psychology and my middle sister was a certified public accountant. We grew up in a time before learning disabilities or special education or autism were discussed. The nuns, I was convinced, had scared us into learning.

So here I was asking an impossible question of this Italian woman who’d lived through the Depression, the death of her father at age seven, and a World War. Her husband, my father, was recuperating from triple coronary artery bypass surgery—open heart—done a few months ago. He was doing all right, but it’dtaken a toll on the whole family. We’d been reminded of our mortalities, and my sisters and I had been reminded of how much we loved our parents.

I rephrased my question. “I think Ben’s okay, don’t you?” I needed my mom to tell me everything was going to be all right.

“Yes, I do.” Her voice sounded like she wanted to believe it as much as I did.

“They thought he’d probably be okay for the preschool.”

“That’s good.”

“He just needs to relax. I know he can do more than the tests say.”

“Of course he can,” she said firmly. “Ben’s a bright boy. You can see it in his eyes. He’ll talk when he’s ready. You know what, Karen? I think all kids are a little weird. They’re kids, for God’s sake. They do odd stuff.”

I laughed a little, letting go of some of the tension. We chatted a bit more. She asked about Peter, who was doing well. About John’s job, which wasn’t.

I thought about all the debt we’d been fighting since we’d been together. The divorce from John’s first marriage had made several lawyers’ bottom lines look good and, in the process, took his first private practice’s financial cushion. Two years ago, we’d been left with legal fees, accountant fees, and tax liabilities, which had nearly suffocated us. More recently, John’s new private practice hadn’t worked out. Ethical differences with the for-profit hospital had made John seek a new position before we had had a chance to regroup financially. Old medical school loans were still being paid off. Now, he’d taken a large cut in pay to work at a mental health center as an employed physician, his second job change in three years. But at least it meant we didn’t have to move again.

It also meant no more private practice. No more doing therapy with patients—according to managed care, that could be handled by the social workers and psychologists, or substituted with a pill. As a physician, John was now primarily a medicationmanager. An evaluator and consultant. No more autonomy and giving patients breaks on their bills or squeezing them into the schedule during a crisis. No more of that dream.

I didn’t say any of that to my mom. She knew most of it already. But she listened to the latest round of events. About how John was making the transition to being an employee. She was a good listener. I asked about my sisters’ kids—two preadolescent boys and a twelve-year-old girl. All exceptionally bright. All perfectly normal. As much as I loved those kids, I couldn’t help but feel a twinge of envy. Why did my child have to be different? Struggle?

“They’re fine,” she said.

“How’s Dad?”

“He’s fine, too. It’s slower on some days than others. Going to rehab is helping. I tell him not to push himself so hard, but you know how he is. And we worry about you guys.”

“We’re okay, Ma. I’d better let you go.”

When I got off the phone, I couldn’t shake the feeling that somehow I caused her more worry than my sisters ever had.

I sat down on the sofa and stared in front of me. I felt as if I were swimming in a vast ocean that I didn’t know existed on earth. The water was dark purple, not blue. Not what I wanted or expected it to be when I was growing up. One that had tides that obeyed unknown laws, and I couldn’t see any land on which to rest. I really wanted to get out of that water and just rest.

For the remainder of the day I took care of Peter and Ben, and ate, and watched the home shopping channels and marveled at how happy the television hosts seemed to be day after day. I started to know their names. And I waited for John to come home. That was all I could do.


ICALLED THE NEXT DAY AND VOICED MY CONCERNS ABOUT THEuniversity report to Rita. Ben was not an aggressive child. He wouldn’t hurt any child intentionally. He was extremely gentle with his baby brother. It wasn’t that I was “very hesitant” to puthim with other children. That’s not what I’d meant. There weren’t a lot of opportunities for play dates, but we had started to take Ben over to Joanne’s occasionally, and he tolerated baby-sitters well.

I went on to my other points. How could they judge his play skills in a snapshot of three hours? What did “noncompliant behavior” mean? Oh, and the address and my name on the report were incorrect.

Rita was silent while I listed the discrepancies. Then she said that they had to go on what they assessed, but would watch the videotape of the assessment again. While noncommittal, she listened and gave me ample time to explain my objections.

I accepted this. I didn’t have any choice.

About a month later, I received a second report. The report listed our correct address. I’d been elevated to Dr. Foli, and they’d added:

The mother stated that she is very hesitant with Ben interacting with children because of his size and she does not want him to hurt anyone; however, she was not indicating any aggressive behaviors.

Still not accurate, and I felt the incredible frustration at the anal retentiveness of the whole process. It made it sound like I was isolating him. Like I sat him in a corner all day while I ate bon-bons.

The cover letter apologized:

Following a complete review of the videotape and notes of Ben’s assessment, we did find the need to make corrections as discussed in our phone conference.

The report pages seemed dry and sterile against my fingertips. I sighed and felt somewhat vindicated and pleased that Rita had listened, although portions of the test report still skewed my words. While the tests were supposedly neutral, the typed words of those giving the tests seemed to carry a final and unyielding power.


ICALLED A FEW WEEKS LATER TO CHECK ON THE STATUS OFBen’s enrollment into the preschool for language-delayed children. It was run through the university’s speech and hearing clinic—the same place where the testing had been done—but different peoplecoordinated the preschool. Ben had been accepted into the morning session that met twice a week. I was thrilled and grateful—a window of hope beckoned to me. This would fix him.

In August, we were asked to bring Ben to the school for a meeting with the preschool coordinator and preschool teacher prior to school starting in the fall. John and I were old pros at navigating the construction work, which seemed to be progressing slowly. I was calmer. No testing today. Just meet with a couple of people, chat, and no pressure.

After a brief wait, we were introduced to Cynthia and Beth, the university program coordinator and the preschool teacher. Cynthia was a tall, blond, attractive woman who spent time showing Ben around the room. He was calmer today and separated from me as he explored the colorful toys on the shelves. Beth, a pleasant-looking brunette, was responsible for filling in the gaps between the student assignments, and planning and implementing the curriculum. Beth presented us with a folder of forms, which included an emergency first-aid consent, and “consent for testing.” I realized later that I wouldn’t necessarily be notified when these tests were given to Ben or specifically which tests would be administered.

I signed everything they asked. For their protection and my son’s, Ben couldn’t be enrolled without the signed consents. If they’d wanted me to color a picture of a purple spotted elephant, I would have done it. Cynthia’s voice caught my attention as I closed the folder.

“Big Bird, Ben.” She held a Big Bird toy up for Ben to look at. “Can you say, ‘Big Bird’?”

Ben looked away. I sprang from my seat. “He doesn’t know who Big Bird is.”

Her blue eyes surveyed me. She’d read the testing report. I was afraid she’d noticed the implication that I’d isolated him.

“It’s just that,” I explained, “we live in the country, and it’s hard to get regular PBS reception. We get the Learning Channel from our satellite dish, and he enjoys that.”

“Oh, I see. That’s really helpful to know,” she said, moving to a play telephone next. She picked it up and said, “Hello? Hello?”

Ben picked it up. “Hel.”

“Good, Ben!” I said.

Cynthia nodded and made a note on her clipboard. She continued to show Ben around and then we were given a tour. Behind the large preschool room was a very small room where moms and dads could watch the kids during school. The window was big—about fifteen feet by four feet. A panorama of voyeuristic pleasure or academic study. A tiny counter extended from the wall and below that were about seven barstools to sit on. The room itself was dark, and we were advised we had to be quiet if we stayed to watch.

Of course, parents didn’t have to stay. The children and students would begin the day with circle time, when everyone would sit on individual mats. Beth would then lead the group in songs followed by questions and answers about colors, numbers, and basic concepts. Then they would proceed with the day’s activities. Snacks would be provided as well. During the course of the morning, the assigned student would take each child for a one-on-one session.

“Which is here,” Cynthia said as she made her way down the hall. She showed us several rooms down a single corridor. “Each of the rooms has this box to turn the speaker on. You’ll be able to hear what’s going on that way.” She turned a knob on a central box, positioned just below another large one-way window.

“Ben seems to be separating better this morning,” she commented.

“Yes. He was a little scared the other day. And he’s toilet-trained now, so that’s an issue we won’t have to deal with. He was trained over the summer.”

“Great.” Another note. “Do you have any questions?” she said as we walked back to the preschool room.

“How many children will you have?”

“Nine. There will be four students.”

“Wow! Lots of individual attention.”

“One more thing. There’s another mom from your area who has a little boy starting in our program this fall. I didn’t know if you’d want to car pool.”

“That might work out.” I sat down at a table in one of the kids’ chairs and started to feel like a small child just wanting to go home.

“Let me get her permission to give you her number, and I’ll call you.”

“Okay. That’d be fine. Thanks for thinking of it.” We chatted a bit more about the logistics of the program. The time it started, and that, in general, it followed the academic calendar.
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